Objective To obtain feedback from patients receiving palliative care and their relatives from various ethnic backgrounds about their experiences of the disclosure process and their satisfaction with information sharing during the illness. Design A qualitative study with semistructured single interviews. Setting Perth, Western Australia, and Winnipeg, Manitoba, Canada. Participants 72 participants registered with palliative care: 21 patient-family dyads in Perth and 14 dyads and 2 patients in Winnipeg.
Introduction
The provision of information to terminally ill patients and their families within the context of obligations for full disclosure can cause uncertainty. Research on attitudes and beliefs of health professionals has shown some of the potential barriers and problems associated with information sharing. 1 In some cultures physicians or families, or both, deem full disclosure to be prejudicial to the patient. 2 The need for specific attention to cultural assumptions that may affect communication has been highlighted. 3 Breaking bad news is a complex communication task, affecting the patient's comprehension, satisfaction with care, and level of hopefulness. 4 A patient's dissatisfaction with information is often related to doctor-patient interaction. 5 Context as well as process is important. 6 Communication difficulties include lack of involvement of the patient in discussions, inadequate provision of information to the patient and family, 7 and the physician's discomfort in sharing information, particularly about prognosis. 8 Individualised assessment of needs and expectations is recommended as few characteristics of the patient predict his or her need for information. 9 Information about prognosis should respect individual coping styles of patients and relatives 10 and has been reported as important to families of patients in palliative care. 11 A qualitative study of informal caregivers of patients with terminal cancer recommended an individualised approach to address needs for information about the illness and prognosis. • Have you ever asked/been told how much time you have/should you have been given this information/did you want this information?
• Does your relative know/do you talk about it?
• Would you prefer if he/she had not been told/did not know?
• Would you prefer if you had not been told/did not know?
• [Who] do you/don't you talk to about it/why is that?
• What do you understand "palliative care" to mean?
• When did you first hear about palliative care/how was that for you • Overall what would have made the information sharing easier for you/what would you recommend to improve the process?
Other studies have focused on the information needs of patients with terminal disease and their families. 13 14 Key issues were conflict regarding disclosure of information, stress on family, feelings of loss of control, and fear of bad news. Observations in a palliative care context revealed differences in the requirements of patients and families for information about illness or prognosis. 15 Requirements change over the course of the illness. 12 16 A survey of patients with advanced cancer and their carers identified pain management, fatigue, and home care resources as areas in which information was most needed. 17 Few qualitative studies have included both patients in palliative care and families with specific focus on information needs. 10 We elicited views of patients in palliative care and family members regarding their experiences of disclosure and information sharing during the course of the illness to identify common concerns or issues that might be used by health carers to shape and develop plans with respect to communication, with particular sensitivity to ethnic and cultural differences.
Methods

Recruitment process
Criteria for patients were a diagnosis of cancer and registration with a palliative care programme. The patient and family member had to be aged over 18 years and able to speak and understand English, without obvious cognitive impairment as judged by referring health professionals.
Access protocols were respected; the palliative care or primary nurse approached patients, who phoned researchers or gave permission to be contacted. Patients designated the family member most involved in decision making regarding their illness (often but not necessarily the immediate carer) and both were given separate written information; formal consent was obtained from all participants.
Data collection and analysis
We developed an interview guide to elicit detailed descriptions of participants' perceptions of their experiences of disclosure about the illness and information sharing interactions (box 1 and 2). Face-to-face, semistructured audiotaped interviews (average one hour) with patients and family members were conducted separately after a brief demographic questionnaire. No information was shared by the interviewer with the other interviewee. One investigator (IK) conducted all interviews at the venue of choice of participants, usually the home. The investigator, a counsellor familiar with palliative care topics, was not involved in the care of any participant.
We transcribed interviews verbatim, noting emotional content. All three investigators read and independently coded transcripts using latent content analysis and constant comparison techniques. 18 Unit data chunks were coded. 19 Initial coding labels were written in the margins of the transcripts. The data were managed with QSR N5 (qualitative data analysis software that facilitates extensive coding, analysis, and text searches of documents). Analysis included open coding of transcripts, sorting codes with the QSR N5, multiple searches for coded excerpts, building diagrams and tables to clarify codes and levels of abstraction, and theme development. We used a consensus model, discussing and re-examining coding discrepancies to ensure consistency in application of categories. Analysis continued until no new major information on the characteristics of the category was forthcoming. We confirmed density of the identified codes using a frequency count of the coded transcripts. Definitions of emerging codes and themes were written with typical examples from the interviews to ensure clarity in communicating meaning.
We addressed recognised criteria for qualitative research: credibility, fittingness, auditability, and confirmability. 19 20 Credibility was assessed by regular debriefing of the data collector with the team and independent coding and analysis by the investigators. Fittingness was assessed through line-by-line analysis of the interview transcripts and by providing extensive examples of the data. Detailed coding and memos written throughout the analysis enhanced auditability, enabling an examination of the "decision trail" used. Consistency of the investigators' independent coding was examined and confirmed.
Participants
In depth interviewing beyond a small number does not result in any new information and leads to redundancy in the data. 19 We determined the number required to reach redundancy in Perth and then interviewed a similar number in Winnipeg. The table gives details of the participants. We interviewed 72 participants: 21 patients (16 home-hospice and five inpatients) and 21 relatives in Perth, and 16 patients (14 home palliative care and two inpatients) and 14 relatives (two were later unavailable) in Winnipeg.
Results
All participants, regardless of ethnic background, described the process of obtaining information about the illness during the course of the disease in considerable detail and with notable consistency. Information was received through two major sources: primary (including primary and specialist health providers) and secondary (family, friends, literature, internet, 
Making it clear
The extent to which healthcare providers convey information in ways that the patient/family can understand: "But he doesn't know how to speak in layman's terms, and I have to say well come on, make it so I understand it" (patient 17, Perth) "I didn't know whether it [husband's strontium treatment] was going to be a danger to me . . . there wasn't a lot of feedback on that at all . . . It was a big worry" (relative 18, Perth)
Showing you care
The extent to which verbal and non-verbal messages conveyed by healthcare providers are given in a compassionate and empathetic manner: "We'd ask [the doctor] a question and it was like her back was towards us. I don't know, I just didn't think she cared. I didn't really want to ask her anything . . . The ones at the hospital are great. They actually sit down with you and talk to you eye to eye" (relative 1, Winnipeg) "You feel as though you are a nuisance to them, but what you want from them is [to say] come on, it's going to be hard but we are behind you and we'll give it our best shot, you know? That's what you want" (patient 3, Perth)
Giving time
The extent to which healthcare providers offer the patient and family enough time during the information discussions: "One of them in particular is very good, and he will talk to you for quite a while and explain everything" (patient 1, Perth) "I really appreciated, you know, the time he always took with her . . . He handled it very well, was very supportive of my mom-didn't rush us out" (relative 2, Winnipeg) "She was very abrupt, and didn't really want to talk . . . I know they're busy but they should take a little more time for their patients. And actually sit there and really talk to them" (patient 11, Winnipeg)
Pacing information
The extent to which the healthcare provider gives information in the amounts and at the rate that patients and families can assimilate: "I always thought, why are they pushing her to her grave. For instance, her GP, when she told him that she had the cancer, the first thing he said to her, are all your affairs in order? So in other words, you don't have any time" (relative 4, Winnipeg) "I thought, oh well, they have given up on me, I am going to die, even though I knew I was going to die . . . they didn't explain fully what palliative care was" (patient 6, Perth)
Staying the course
The extent to which messages given by the healthcare provider indicate that they will not abandon the patient/family as the illness progresses: "He set everything up to see [specialist] . . . then he said 'by all means, come back . . . we are not going to forget about you. We don't want you lost between the cracks,' were his exact words. They were super, great people" (patient 5, Winnipeg) "It was so hard because I felt a little betrayed by [the doctor]. I had trusted him and we had forged a relationship over a number of months . . . he hasn't been to see me or talk to me since" (patient 14, Winnipeg) support groups, complementary therapists). Primary information transfer occurred in response to the initial diagnosis, new information about the illness, or change in the patient's condition. The primary source was the main focus of the interviews and analysis.
The two major themes we identified were process and content. The process of communication was the central and critical feature of the information sharing experience and encompassed how the content was perceived. Other related themes were the role and purpose of information gathering from secondary sources and the changes in needs for information.
Process
Many participants reported dissatisfaction with the communication process, especially at disclosure of the initial diagnosis. Six attributes were identified to be important in communicating information: playing it straight, staying the course, giving time, showing you care, making it clear, and pacing information (see box 3).
Information transfer occurs repeatedly during the course of the illness; in the earlier phases surgeons and oncologists were more apparent as information providers whereas in the terminal stage it was the palliative care team. Each new phase required the same sensitivity to the process attributes to allow integration of new facts. Understanding of the implications of one phase of the illness did not necessarily carry over to the next phase. The way in which previous information had been provided could influence subsequent responses. If trust was compromised in the initial disclosure, it often remained an issue at subsequent stages, even if the health carers had changed.
Content
The two most important content areas were prognosis and hope.
Prognosis-Participants described their need for information about prognosis, its accuracy, and the importance of being able to refine their understanding about prognosis as the disease progressed. Many reported that it enhanced communication with family. The timing of disclosure about prognosis was important. Although most patients and families requested this information as soon as or shortly after diagnosis was confirmed, many reported that they were distressed at how it was given. Some stated the information had been given too soon or when they hadn't asked for it. Participants sometimes verbalised ambiguity: they wanted to be told but they did not want to know. Often the exact words used by doctors were vividly remembered. Participants were distressed when information about prognosis was perceived as vague or inaccurate, was presented along with conflicting or inconsistent information, or was given by someone not perceived to be an expert or directly in charge of the patient. Evasiveness was often perceived as unhelpful (box 4).
Hope-The second most important content area was the provision of hope and the need for hopeful messages at all stages, described as a possibility for cure or longer life or related to short term visions of the future or continued care or an indication that the health professionals are not giving up. Patients expressed a continuing need for hope even when they knew and accepted that they were in the terminal stages of disease and had a limited life expectancy. Even in the end stages, patients and families still wanted the door to be left open for the possibility of a miracle; many expressed a compartmentalised awareness, simultaneously acknowledging the terminal nature of the illness, while retaining a need and sense of hope. To have hope dashed by a rushed or insensitive health carer was experienced extremely negatively. Two dimensions of hope were described: patient/family orienta-
Box 4: Key elements of information content related to prognosis and exemplars
Expert disclosure
The need for prognostic information to be given by the health provider perceived to be an expert: "She wasn't a cancer doctor, so she shouldn't have done it in the first place . . . I know she had been treating him for the last 10 days, but I think we should have been told by somebody that could have given us a little bit more information on what actually was going to happen" (relative 14, Perth) "I was annoyed that he [admitting doctor] was just giving a prognosis from his point of view-[but] the other doctor would have had a good knowledge of the prognosis from discussing it with the oncologist, so what she said we believed" (relative 22, Perth)
Specificity of prognostic information
The need for honesty and respect for the level of detail wanted by the patient/family: "I asked how much time and he said he couldn't tell me because he wasn't God . . . I didn't care for that answer very much. I thought maybe he could be a little more specific. Sometimes it seems that the information is strictly for the medical staff and not for the people" (patient 6, Winnipeg) "Doctors shouldn't say-I have noticed a lot of it that doctors tell patients they are not going to live very long. But they go on years afterwards. Quite a lot" (patient 1, Perth) "I don't want to know when. I would like to go to sleep and don't wake up, eh, that would be the best thing. I'm not scared, but if somebody is going to say, you've got two days, four days . . . I don't want that" (patient 12, Winnipeg)
Illusion and need for predictability
The need for control as a means of coping that may or may not be met by prognostic information: "It's important to know what's going on. If it's a short time, well, let us know so we can make some plans and look at making the last little bit as good as possible" (relative 10, Winnipeg) "You can deal with things a lot easier I think if you know what's going on than if you don't know what's going on, you know. I can talk about it to them [the family]" (patient 3, Winnipeg) "I would have been dead cross if I hadn't found out, [because] you start to think, are my affairs in order, mine weren't. And it has taken me almost till now to sort of get things all organised" (patient 7, Perth) "It was almost a relief, I think, to find out what it was-I'm not frightened of dying . . . I also had a sense of relief when it didn't seem that I was going to be hanging around too long exhausting my children, which I am aware of the fact that it will do. But I haven't become depressed about it or anything" (patient 21, Perth)
Individual timing
A need to assess the readiness of patient/family to hear information about prognosis: "Like if they would have told her that in the beginning, they would have given her a time frame, I think that would have been harder. I think now that she has dealt with many things, come to terms with a lot of things-this is just the final part of that whole circle" (relative 2, Winnipeg) "I don't want to know about [palliative care] at the moment. I sort of live in hope and the chemotherapy has done wonders for her . . . there is probably a lot they could do for my mother but I sort of associate palliative care with the dying process . . . That's why I get upset to even think about it" (relative 1, Perth) "The prognosis has sort of changed, so with the change in prognosis then you get a change in what kind of information you need to have. Now I get anxious as to what is going to happen to me as I get worse" (patient 16, Winnipeg) tions to hope (box 5) and messages from the healthcare providers supporting hope (box 6).
Information gathering from secondary sources
Most patients and especially family members obtained additional information from the internet, friends, support groups, books, or second opinions from other health providers, conventional or alternative. There was some evidence that this information was of greater importance in instances where communication with health carers had not been perceived as sensitive or satisfactory, or both. Secondary sources expanded information, which decreased uncertainty, allowed the search for hopeful alternatives (treatment options or alternative therapies), gave some sense of control, and helped to make or confirm decisions about care, treatment, or lifestyle choices (box 7).
Changes and divergence of information needs
The needs of patients and families were similar but diverged somewhat as the illness progressed. Many patients reported not wanting as much detail about prognosis as they had asked for initially. In early stages families and patients talked to the health carers together. In later stages family members often talked to them alone, often at the patient's request, and did not confirm the patient's exact state of knowledge. They often assumed less awareness in the patient than was evident in our interviews. Patients and family members did not talk as openly and sheltered each other from knowledge (see box 7). All reported that they complied with their relative's requests for the amount of information they wanted. Patients focused more on daily living and concerns about managing symptoms; families were more concerned with prognosis and details related to care.
Discussion
In this study of patients with terminal cancer and their relatives the need for sensitivity and respect for individual wishes in the communication process emerged as a central theme in the interviews. While this was especially important at the time of the initial disclosure, it recurred at all the different stages of information provision during the illness and affected the way in which content was perceived. The content needs most important to families and patients related to prognosis and hope. Open communication regarding all aspects of the illness and its progress was reported as desirable by almost all participants, regardless of cultural backgrounds. All patients said they wanted to know the diagnosis of their illness. With two exceptions (in patients who shared information only in later stages) they thought it important that information was fully shared with their families during all of the illness. All family members thought it was important for the patient to know the diagnosis. Almost all patients wanted to know their prognosis, and family members respected their wish to know or not, although some would have wanted to protect the patient from details regarding prognosis. No family members had requested that the patient was not fully informed. Most patients wanted their family member present when they met health carers, although a small number expressed a desire to be the first to know or to control how much or when the family member should be told.
Box 5: Patient/family orientations to hope: perspectives of patients and families
Needing to believe in a miracle Patient's or family member's continuing need to believe that the patient will not die: "I would like to know the truth, but there is a way between saying 'Well, you have cancer of the cervix and it's incurable,' instead of, 'We'll do our best . . . and there are miracles in the world' [a miracle] still can happen . . . I'm still here [laughs]" (patient 15, Perth)
Living parallel realities
The capacity to acknowledge both the terminal nature of the illness and still hope for a cure/remission: "Well, I feel invincible, even though I know it's growing again I still feel invincible but I still know that I'm going to die . . . I manage to have these two things in my head at the same time, right and left" (patient 14, Perth) "He knows the extent of his illness, but when he's talking to me, [it's as if] he's going to be here forever" (relative 18, Perth)
Box 6: Supporting hope: words and approaches to communication that respect the need for hope
Leaving the door open The extent to which the health professional communicates in ways to allow preservation of hope: "We want the information but there has to be a sliver of hope left . . . Her oncologist said to her, 'I want to continue with the treatment, there's a 30% chance here.' He has not ever said a 30% chance of what or for how long, but just hearing that has been what has kept her quality of life for these past six months so much more bearable and better than without hearing that" (relative 14 
Retaining professional honesty
The need for health professionals to acknowledge their own difficulties in giving a hopeful prognosis: "He sort of waffled around it . . . I didn't like that" (patient 2, Perth) "[The doctors] said I probably only have months to live. . . And she said nobody can tell how long you have. But just to get everything in order. I think it was the right thing to do" (patient 10, Winnipeg) "[The doctor] is not God so he can't say exactly you have six months. I think he gave away hope. In dad's eyes I can see that he lost a bit of hope" (relative 12, Perth)
Pacing the move towards palliative care
The need to present information about palliative care at a rate that patient/families can assimilate: "And she said I have come to talk to you about palliative care, and he just went into an absolute heap. And of course, that word when you say 'palliative care' he immediately thought death in three months. He just went into absolute shock-burst into tears . . . It was too soon" (relative 6, Perth) "[The doctor said] we should prepare something in palliative care. [I felt that] he wrote me off, so I went for another doctor" (patient 15, Winnipeg)
Respecting alternative paths
The need to allow patient/families to explore other possibilities for hope: "He advised me not to even bother going for treatments. We were talking about maybe even going into alternative medicine. And he says, well don't bother with that, it's just a waste" (patient 5, Winnipeg) "I go to the library over here, on the internet, and I also get a lot of information from my brother. I take a lot of vitamins and stuff like that. I asked [the doctor] at the first if it was all right if I took them. And he said, 'That's fine, keep doing it, don't stop'." (patient 11, Winnipeg) Role of information Participants described information as a mechanism that enhanced decision making and keeping some control. A perception of insufficient information was reported to add stress, frustration, and uncertainty. Most reported that they were ultimately satisfied with the amount of information they had, although most had supplemented it through secondary sources. Further research on the role and impact of secondary information sources would be of interest.
Limitations
We had hoped to target participants of specific ethnic-cultural backgrounds, expecting to find considerable cultural differences in the desire for openness in information sharing as reported by others. 21 Although participants came from various cultural backgrounds (22 had been born outside of Australia or Canada), access protocols dictated a large measure of self selection, so it may be assumed that patients in families experiencing conflict in regards to the sharing of information would not volunteer to participate. A more narrowly targeted ethnic group would probably lead to different observations and might show different preferences.
Integration of information was an ongoing cyclical process; it takes time to integrate prognostic information. 16 Others have noted that some patients with advanced cancer may behave as though nothing is wrong despite being fully informed about prognosis, 22 although this was evident only in an attenuated form in this study.
Prognostic information needs to be individualised. 5 10 Contrary to findings in another study, 23 awareness of prognosis was remarkably similar between patients and relatives, possibly because most were in a close relationship (over half were spouses and nearly a third were daughters). This aspect needs further study. The importance of hope is consistent with other findings. 10 Hope and need for hope was expressed in different ways, even when participants were fully aware of the terminal stage, and health carers can convey hopeful messages at any stage.
Information transfer is not a discrete event related to diagnosis or the discussion of specific issues. The consistency of the comments regarding unsatisfactory perceptions of this experience indicates the need for further awareness of the individual needs of patients and families by health carers. Other studies confirm that needs for information vary at different stages. 24 We have provided a framework for understanding the overarching importance of process in communication between health professionals and patients and families in the context of a terminal cancer. Six critical attributes of good communication are important: playing it straight, staying the course, giving time, showing you care, making it clear, and pacing information. They affect the quality of the relationship between health professionals and patients and families and should be emphasised in the teaching of communication skills.
Box 7: Information
Accessing secondary sources "The doctors don't have time to sit there and explain every treatment that's available so, I believe, if you want to be informed you've got to do your own homework, yes." (relative 12,Perth) "So she [daughter] knows that by going on the internet she's got the actual information we're supposed to have" (patient 2, Winnipeg) "In the meantime, my dear friends have all got together and said you've got to go the herbal way go and see this dear herbal biologist . . . he's put me on all this stuff-but it hasn't done much [laughter]" (patient 17, Perth) "One of my son's best friends is a GP . . . And we would sort of check back with him, are we getting the right sort of stuff. We downloaded from the internet information on bisphosphonate" (patient 2, Perth)
Changes and divergence in need for information "At the beginning I needed tons (of information). And then at one point I just got tired, you know . . . And right now I believe I have plenty of information and I would just like to be left to my own devices for a while" (patient 14, Winnipeg) "On one hand I would like to [know my prognosis now] . . . if I know, I can tell myself, so that's it. But I'm not so interested any more." [It has changed?] "Yes" (patient 15, Winnipeg) "What else is there to know, really? There's nothing more to know. I feel, anyway" (patient 1, Winnipeg) "What good does it do to know any more at our stage, ah . . . I guess what I concern myself about is, will there be a huge amount of pain and discomfort and suffering as we get near the end, you know, and that sort of thing . . . I'm not fully sure how that will unfold" (relative 16, Winnipeg) "Now, I guess I would get anxious as to what is going to happen to me as I get worse, and whether I can stay at home and be here, or whether I would have to go to hospital" (patient 16, Winnipeg)
Changes in communication patterns between family members
Family and patients stop communicating openly: Daughter: "I don't believe she has a lot of time left. No one will actually tell me which is in some ways good. I wouldn't tell, I don't think mum needs to know. She seems to think she has a year or more" (relative 19, Perth) Contrast with mother: "He didn't tell me how long I had though . . . can't get them to tell me that. 
What is already known on this topic
Communication of prognosis to patients with cancer is a sensitive issue
Patients' needs for information should be individually assessed Few qualitative studies have been done to assess needs of patients and their relatives
What this study adds
The process of communication regarding diagnosis and prognosis affects how information is perceived Six attributes were identified as necessary for sensitive information sharing: playing it straight, staying the course, giving time, showing you care, making it clear, and pacing information
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